Objective: To determine the main variables involved in the refusal to donate bone tissue among relatives of organ donors, and the prevalence of bone tissue donation. Methods: This was a cross-sectional, quantitative study. Variables related to donation requests for bone tissue were studied, comprising information about the bones that would be procured, the reconstruction of the body, the reasons that led to the refusal to donate bone tissue, prior knowledge about donation, and intention to become a donor. Results: We demonstrated three factors that influenced the refusal of family members, including: lack of understanding of which bones would be removed (92.9%), how the body would be reconstructed after bone removal (96.5%), and how the body would be presented after bone procurement. The prevalence of bone tissue donation was 17.2%. Conclusion: The family decision to refuse to donate bone tissue was represented by the lack of comprehension of the subject. The low prevalence was due to the reduced request of this type of donation.
Introduction
In modern medicine the extraordinary progress in the removal and transplantation of organs, tissues and parts of the human body for therapeutic and scientific purposes is emphasized. For a long time transplant was considered a very bold and experimental technique, but currently it emerges as an unquestioned therapy, with the impact of rescuing and rehabilitating the human being. (1) It is a treatment that arouses many questions, provokes numerous doubts and, because of its complexity, hinders donation of organs and tissues, making it impossible to execute without societal recognition and awareness to the act of giving, remembering that there will be no transplants if there are no donations.
According to the Brazilian Association of Organ Transplantation (ABTO), in 2013, Brazil reached the target of 13.2 donors per thousand people and the state of Santa Catarina reached 27.2 effective donors per thousand, which is the best result ever achieved by a Brazilian state. This result depends, largely, on the stimulus of the local public sectors, as well as the state government, in solving a sequence of small obstacles in the logistics of the process of donor identification through to the performance of transplants, which also depends on the harmonious relationship between health workers who provide care for potential donors and their highly committed and motivated coordination. In order to increase organ and tissue transplantation in Brazil, it will be essential to improve the four pillars that support the process of donation for transplantation, which are: legislation, funding, organization and education. Among the organizational measures deemed essential are: the training and motivation of medical doctors in intensive care, neurology and radiology; targeting the diagnosis of encephalic death; and maintaining potential donors. Finally, educational policies are also needed, both for professionals and for students of health areas and the population in general. (3) Contributing to this aforementioned picture is the small number of Tissue Banks in Brazil, because without an appropriate and certified site for proper handling and storage of this specific material, there is also no way to request families to permit donations. Currently, there are six Musculoskeletal Tissue Banks registered within the entire country: three in the state of São Paulo, one in Parana, one in Rio de Janeiro, and one in Pernambuco.
Despite the large potential, Brazil still has a much lower utilization rate of bone grafts than those seen in developed countries, and among neighbors in South America, specifically, Argentina and Uruguay. This is mainly due to three factors: the lack of knowledge of the population about the possibility of musculoskeletal donation; the lack of experience of surgeons regarding the possibilities of using homologous grafts, and little familiarity with the surgical techniques; and moreover, the bureaucratic obstacles imposed by the Ministry of Health, hindering the authorization of surgeons and healthcare facilities for the use of grafts. (4) In this context, to understand the decision of family members who donated organs, but refused bone tissue transplant, and also with a view to help guide future actions that may increase the number of donors and transplants, this study was developed to determine the prevalence of bone donation and to understand the main variables involved in the refusal of this tissue donation among organ donors.
Methods
This cross-sectional study was conducted with family members of organ donors who had not authorized bone tissue donation, from the Organ and Tissue Procurement Service (OTPS) in Ribeirão Preto, a city in São Paulo state, in southeastern Brazil.
From January 2009 to June 2012, a total of 388 potential organ donors with encephalic death were reported; among these, 151 became effective donors and 87 families refused to donate the organs of their relatives.
The study sample consisted of 75 families who agreed to participate; exclusions from the study included nine relatives who were outside the OTPS area of operation, seven due to the age of the donors being outside the limit allowed by the tissue banks, 26 were of those who donated bone tissue, 11 families refused to participate, and 23 were not located during the data collection period.
Initially, sociodemographic and epidemiological data from the records of organ donors were collected; thereafter, a database was prepared, family members were contacted, and the interviews with the relatives were scheduled.
Data collection occurred through the use of interviews, using a structured form based on the instrument developed and validated by Roza (2005) for the survey of epidemiological data, after receiving authorization from the author. Other specific data, particularly on bone tissue, were evaluated and validated by a panel of experts.
The study variables consisted of the request for bone tissue donation, information about the bones that would be removed, the reconstruction of the body, the reasons that led to the tissue donation refusal, and prior knowledge about the donation of organs and bone tissue.
To describe the quantitative variables, the absolute (n) and relative (%) frequencies were calculated.
The study was developed following national and international standards of ethics in research involving human beings.
Results
The majority of family members (62.7%) stated that there was no request for bone tissue donation, followed by 37.3% of respondents who reported that they were asked about this tissue donation.
Among the 28 total family members from whom the donation of bone tissue was requested, 92.9% responded that they did not have information regarding what bones would be removed from the body of the deceased donor.
For those family members (7.1%) who received this instruction, we asked what kind of information they received and the responses are described below, in their entirety:
( It was also found that 96.5% of family members reported that no information was provided regarding the procedures that would take place to reconstruct the donor's body after removal of the bone tissue. Only one (3.5%) relative said that, in her work as a nursing technician, she asked professionals about the reconstruction of the body and obtained assertive information about it.
Due to the lack of information about which bones would be removed and how the body would be reconstructed, some testimonials of the relatives were portrayed below:
This thing of donating bone is very rough, we did not know how the body would he, and we had to bury something.
We were scared, wondering if she was going to get all bruised and deranged.
I was very upset and scared, not knowing that this type of donation existed or how my father would end up.
When asked if they would donate this tissue if explanations concerning the removal of the bones and the reconstruction of the donor body had been previously provided, 85.7% of families responded that, in that moment, they would maintain the position of refusal, because they were totally ignorant about this kind of donation, as were other family members. For 14.3% of family members, if there had been an explanation of the procedure as a whole, the donation of bone tissue would have been permitted.
It was observed that the majority (60.7%) of family members reported prejudice against the idea of mutilation of the body and an unpreserved appearance of their family member, followed by displeasure; 39.3% of family members reported that they had not authorized the donation because they A majority, composed by 94.7% of family members, said they were knowledgeable about the subject, "Donation and Organ Transplantation" and its importance; 97.3% reported total ignorance about the subject, "Donation and Transplantation of Bone Tissue", with the two (2.7%) family members who were knowledgeable about donating bone acquiring this in their performance of professional activities in hospitals.
The intent to be an organ donor was expressed by 74.7% of family members, and only 32% expressed the intention to be a bone tissue donor, and that was only after obtaining specific information about the removal of bones and reconstruction of the body during the interview.
The means of communication most often cited by family members for the clarification of the public on the existence of bone tissue donation and transplantation was the television, with 54 statements, exemplified by prime-time commercials and images of great impact.
The prevalence of bone tissue donation by family members of organ donors was 17.2%.
Discussion
The results showed the total lack of understanding of the variables related to the process of donation on the part of the relatives of organs donors, mainly on the subject of bone tissue donation and transplantation related to which bones would be removed and variables consisting of reconstruction of the body of their family member. These variables directly influenced the intent to refuse this tissue donation as evidence by the fact that when asked if, at the time of the donation request, information about it had been clarified, most families would still have chosen to refuse, due to misinformation and displeasure concerning the idea of mutilation of the body, shown in their surprise and disapproval.
Often, family members do not have a clear understanding of the donation process, increasing the refusal of family consent. It is evident that the reasons for denying or refusing donation are diverse in nature and motives may be covered by altruism, as it was noted in the present study that the type of approach used was not enough to motivate family members into action, a fact that could increase the number of donations. In reviewing literature data, authors mentioned that emotional support, assistance offered to families, and information about the process seemed to be essential to encourage the attitude for donation. (5, 6) Continuing with the analysis of published studies, we did not find a similar study that highlighted factors that led to the refusal for donating bone tissue among relatives of solid organ donors, but the theme was indirectly related with studies on organ and tissue donation and the refusal of donation by the family, so we attempted to find a convergence of findings reported in the literature with those found in this study.
A study conducted in Spain, which explored the perceptions of transplant coordinators on the reaction from relatives of deceased potential donors, exclusively multi-tissue, found the reasons given by the family not to complete donation included, with higher frequency: the alleged refusal in life of the potential donor; not wanting the body of their relative to be touched; not wanting to make this decision because they ignored the desire of the potential donor; as well as having conflicts with the health system, religion and other factors. We concluded that the variables that influenced the decision mak-ing of families regarding multi-tissue donation were similar to those cited by respondents in the bone tissue donation process, stating expressions of surprise, disapproval, and the urgency for making immediate decisions. (7) For the experts on this theme, the encouragement to talk about death could result in an increase of acceptance of donation, since the discussion about it permits the deconstruction of the taboo and allows for the wishes of the deceased to be known -a factor that stands out as a facilitator to donation within transplant services. (8) The high frequency of organ donation compared to tissue donation, found in this study, corroborates previously reported data that attributed this fact to fear of body deformity, when family members are not adequately informed about the procedure or do not have enough support during the process. (9) Clarification on the topic is needed so that people can consciously decide, with certainty, and without doubt or fear.
Disclosure is of fundamental importance for the population, to create an opinion on the issue of organ and tissue donation, and the media has an important role in the formation of consciousness. (10) It is believed that all the media can disseminate the possibility of donation and transplantation of bone tissue, guiding not only the professionals in the health field, but the public in general, and hence preventing inadequate concepts that are obstacles to increasing the number of donations.
The relevance of this study was based on the importance of improving information about the process of bone tissue donation, aiming to minimize one of the major problems evidenced in the area, which is exemplified by the lack of availability of this tissue within the transplant arena.
Conclusion
The family decision to refuse donation of bone tissue was represented by the lack of understanding of which bones would be removed during removal, as well as how these structures would be reconstructed, and how the donor's body would be presented after removal. The factor influencing the occurrence of low prevalence of bone tissue donation was the reduced request of this type of donation by the professional responsible for the family interview.
